Poor, old and in need of care: A qualitative study about the consequences for home care and participation Arm, alt und pflegebedürftig: Eine qualitative Studie über die Konsequenzen für die häusliche Versorgung und die Partizipationsmöglichkeiten Abstract Background: For people in old age and in need of care, there is an increased risk of being affected by poverty. The aim of the study was to
people in need of care who are living at home, as well as the perceived strategies to deal with this situation regarding health and nursing care and the consequences for the possibilities of participation. Methods: A qualitative study was performed as a secondary data analysis of 39 transcribed problem-oriented expert interviews. The data analysis was conducted through content and thematic analysis. Results: Two forms of poverty among people in need of care were described by the nurses interviewed: 1) a self-imposed austerity, and 2) a material and financial poverty. The possible consequences of poverty reported in those in need of care are harmful self-restrictions and limited opportunities for participation, e.g. through the multiple use of medical aids and reduced intake of medications, but also restricted food intake. This situation is often accepted without complaint by people in need of care. However, restrictions in social activities can be a considerable burden on the quality of life of patients. The interviewees described that offering professional help can be challenging, because people in need of care and affected by poverty often show a degree of high shame in accepting financial support or negate their own precarious life situation, but also because support structures in the social and health system are limited.
Conclusion:
The results indicate how older people in need of care impose self-restrictions due to their poverty, which are harmful to health and limit the quality of life. Furthermore, the described strategies can pose a significant risk to the medical safety of patients. This has implications for the nursing and social care, but also for the medical treatment of the affected patients. The existing support systems seem to be only partially prepared for dealing with such situations. In view of a trend towards an older population structure, future research should put more emphasis on the user-friendly adaptation of the social and health systems. Strategies to prevent and deal with poverty in older people in need of care, easy access to social support systems, as well as the preparation of the health professions for the associated tasks seem to be particularly indicated.
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Introduction
The European population is being affected by a transition towards an older population structure which is associated with an increasing proportion of people in need of care [1] , [2] . Today, 19.2% of the European population is aged 65 or older [3] . There is a tendency for a steady increase, with an estimated percentage of 29.1% in 2080 [3] . In some European countries, securing the livelihood of people in this phase of life seems to be particularly challenging. The risk of poverty or social exclusion in people of 65 years and older ranges from 6.1% in the Netherlands to 51.8% in Bulgaria [4] . Where care is needed, poverty and material exclusion in old age are considered as particularly prevalent in some European countries [5] , [6] . Both are associated with more frequent social deprivation, lower chance of participation and impaired quality of life -for those in need of care, but also for the caring relatives [5] , [6] . Furthermore, the risk of entering need of care is associated with low socio-economic status and type of employment during working life [7] . Germany, which is Europe's largest economy, is affected by these developments as well. With 21.2% of the total population aged 65 or older, Germany is one of the European countries with the highest proportion of older people [3] . Depending on various factors such as age, insurance period and income, most citizens in Germany are entitled to a statutory pension. However, the risk of poverty or social exclusion in Germany is faced by 18.3% of people over 65 years of age [4] , [8] . Older women are of particular concern due to their employment biographies [9] . For example, 57.5% of women over 65 years of age in former West Germany receive a statutory pension of less than 600€ per month versus 28.2% of men in the same age group (at-risk-of-poverty threshold: 1,033€ per month) [10] . Where nursing care is needed, the statutory nursing care insurance in Germany provides basic support, which covers costs up to a certain amount [2] . As in other European countries, the most common form of care is domestic care: almost three quarters of the 2.9 million people in need of care in Germany are cared for at home [1] , [2] , [11] . Nonetheless, in the case of need for care, the risk of poverty in old age also increases here [12] . Despite these findings, there has been little research into how the people "behind the numbers" deal with their situation. Study results suggest that people in need of care with limited financial means are more likely to refrain as long as possible from professional help in order to save money [13] . Furthermore, older people in need of care with limited financial means are interested in maintaining their self-determination and their opportunities for participation [14] , [15] . It can be assumed that these requirements may also become visible when nurses from a home care service are involved in the care of the older people [14] . This became apparent in a qualitative study on participation in home care from the perspective of nurses, in which patients' financial means were repeatedly mentioned as crucial for the provision of opportunities for participation [16] . Against this background, a study with a secondary analysis of the data was conducted. The study focuses on three research questions:
1. Which forms of poverty do nurses in home care perceive among older patients with limited financial means? 2. Which strategies do nurses in home care experience among patients with limited financial means in dealing with their health and nursing care? 3. What are the consequences of limited financial means for the participation possibilities for older patients in home care?
Methods

Study design and ethics
The study emerged from a secondary data analysis of 39 transcribed anonymized problem-oriented expert interviews in Germany [17] . All interviews of the primary study were included. The interviews were originally collected for a qualitative study focusing on patient participation in those in home care with multimorbidity without dementia [16] . For the study, the Ethics Committee Münster, Germany considered an ethics vote after approval as not necessary. Only interviewees who gave written consent for the use of their materials for research have been included in the analysis.
Participants and data collection
The interviews were conducted with 39 nurses (women: n=35, men: n=4) who work in home care as nursing service managers (n=17), quality managers (n=5) or nursing staff (n=17). The nurses should have completed at least three years of nursing training or academic nursing studies. Following theoretical sampling, minimum and maximum variation sampling strategies were used to ensure a wide range of perspectives [17] . The participants were recruited across Germany from all federal states via Facebook, through the author's personal contacts and home care services. None of the participants worked at the same home care service. The providers of the home care services were equally divided between private providers and the non-statutory welfare services. They were located in rural settings as well as in urban settings. The interviewees were between 25 and 62 years old (mean: 38 years, median: 36 years) and had an average work experience of 17 years (min: 5 years, max: 43 years, median: 12 years).
With the consent of the participants, the interviews were recorded, transcribed and anonymized. The interviews lasted on average 76 minutes. They took place at a location chosen by the interviewee, by video calling or telephone. The interview guide addressed the following topics, but was handled flexibly according to the narrative flow of the interviewees:
• participation in the course of disease, • requirements for participation, • dealing with uncertainty, • dealing with limited cooperation and obstacles, • allocation of roles and responsibilities, • meaning of normative incentives.
Data analysis
The data analysis was conducted by content analysis and thematic analysis according to the recommendations of Meuser and Nagel as well as Witzel and Reiter using the MAXQDA software program [17] , [18] . First, the interviews were thematically coded and structured. Under each theme the interview segments were coded for a stepwise compression of text. Finally, the codes were generalized to a higher level of abstraction. Via an iterative process, the codes were continuously checked back with the original material. Analytical memos were written continuously to support the analysis. To ensure the quality of data analysis, themes and codes were discussed online in an interpretation group for qualitative research. In particular, the procedure of interpretation was reflected, selected text material was interpreted together and performed interpretations were reviewed. The interpretation group consisted of five members with a social science background. The meetings of the interpretation group were conducted by video telephony. In the following results chapter, quotations from the interviews are presented to illustrate the themes. The brackets after the quotations refer to the participant number and the paragraph number of the interviews.
Results
Forms of poverty
Nurses in home care describe different forms of poverty among people in need of care. They differ between (1) an austerity deemed necessary by those in need of care and their relatives, and (2) This austerity has often developed due to the biography of the patients, which results in acting daily in fear of future financial distress. In addition, there is the fear of not being able to plan one's own situation. While patients have always weighed risks in everyday life carefully, they cannot plan or control their new life situation by themselves. In addition to the fear of one's own increasing physical and mental frailty, there is also often a pronounced concern about how the need for help can be financed going forward or whether one's own reserves will be sufficient for this. Other patients must deal with objective restrictions. From the nurses' perspective, however, these people in need of care are affected by a different form of poverty:
"Well, she [patient] just really has nothing there. 520 euros per month! After the rent's paid, there's nearly nothing to live from." (I04:09) This quote illustrates another typical patient situation. It is characterized by severe financial restrictions, such as a scarce pension. In addition, there can be material restrictions, such as little tableware, hardly any laundry and meagre furnishing of their flat. This is particularly critical if the patient has to spend most of the time in his or her home due to their health situation. For example, nurses report situations in which the bed is the only place to sit down or the spartan furnishings are described by the patients themselves as "comfortable as a prison cell" (I12:134). Sometimes nurses experience precarious life situations in people in need of care up to the threat of homelessness. These are characterized by debt or a significant lack of basic equipment, e.g. if the sudden occurrence of need for care or a change in life situation due to the death of a relative makes it impossible to cope with outstanding payments:
" 05) The high degree of shame and denial of one's own situation, but also the fear that relatives will be burdened financially, leads to restraint in the use of further support services. This also applies to legitimate claims for supportive social benefits, according to the nurses interviewed. Besides, nurses are often confronted with the concern of those in need of care that the social security office may take control of their life and oblige their relatives to pay. It must also be taken into account that people in need of care and their relatives have often lived in poverty-prone living conditions for years and sometimes perceive their own situation differently ("others have it even worse" (I28:177)) or negate it -as an adaptation reaction. Nurses report that, especially in long-term poor living conditions, people in need of care can understand their situation as a "modest lifestyle" (I24:314). They identify themselves with this lifestyle with pride and distinguish themselves in this manner from other high-income groups of the population. Against this background, nurses point out that possible support services can usually only be offered in a gradual manner. Another question not to be underestimated is who informs patients about possible social claims at all and who is responsible for the often time-consuming application and administration, since the patients themselves are usually no longer in a position to do so. Here, gaps in the social support of patients and their relatives are described which can hardly be filled at present due to the lack of regular care structures: When nurses observe such deficiencies, they sometimes try to compensate the situation by donating things from their own household, for example towels, but also bring home-cooked food or even cheap clothing for those in need of care. Support through other professional social structures is only described in single cases. Some interviewees point out the lack of projects or complain about the project status itself, which only offers temporary help:
"As soon as we hear about the project, it's over and there's no more help" (I04:198). Low-threshold support services, which are typically often set up as time-limited projects, also make it difficult for nursing services to obtain information about possible support options for people in need of care and to build up functioning networks that can be accessed if necessary. At the same time, the nursing staff state that such deficiency situations are rarely addressed by the patients themselves. The situation is different, however, when it comes to social activities:
" 
Dealing with one's own health
In dealing with health, nurses describe characteristic situations that can be found in patients whose living conditions are marked by poverty. This includes hygienically precarious handling of wound material and incontinence articles, as described in the following quotation:
" In other cases, nurses describe how disinfectants are diluted or how doctor's visits are reduced to save travel costs. Another strategy described is where patients sometimes change their medication intake, e.g. daily tablets for high blood pressure are taken only every other day, or spouses share the patient's medication. Thereby, patients aim for a reduction in costs by lowering consumption. The nurses interviewed report that many patients and their relatives are not sufficiently informed about the possibility of co-payment exemption or there are diffuse concerns regarding financial social support services as described above. For aids and medicines that are generally not reimbursable by the health insurance, patients in need of care often find "their own creative, sometimes dangerous solutions" (I2278):
"Actually, he [patient] should get new glasses […] . He can't see properly, and his own glasses are fixed with duct tape. But he didn't get the money for new ones." (I31:21) Aids such as glasses, hearing aids and dentures are often not purchased for financial reasons. The nurses interviewed report that the lack of adequate aids is an additional hindrance in communicating with those affected, especially when age-typical impairments of vision and hearing or major damage to dentures occur concurrently.
Consequences for participation opportunities
As the previous results suggest, the strategies of those in need of care and affected by poverty have consequences for their opportunities for participation. The nurses interviewed reported three areas that are particularly characteristic. Firstly, affected patients appear to be particularly limited in the use of home nursing services, as the avoidance of co-payments is more important than their existing need. Secondly, the participation in social contact is limited. Thirdly, access to medical care is also restricted if, for example, medication and travel costs become an obstacle for patients. Otherwise, there are unlimited opportunities for participation in the care situation, for example regarding the visiting time of the home care service or the order of care activities. Consequently, for people affected by one of the forms of poverty described, only a reduced version of participation remains. This means that their opportunities for participation extend only to a very narrowly defined area of their health and nursing care.
Discussion
Overall, the results show that the potential consequences of poverty in old age affect the everyday life of those in need of care. In some cases, the self-restriction and limited opportunities for participation can be harmful, e.g. through the multiple use of medical aids, but also if the food intake is restricted. Restrictions in social activities especially can be a considerable burden on the quality of life of those affected. This confirms the findings of other studies, which show considerable restrictions in participation by those in need of care who are affected by poverty [12] , [14] , [15] , [19] . Furthermore, the results are also of considerable importance for the medical treatment of the affected patients. The described strategies of patients can make therapies ineffective, affect the quality of life and significantly risk the medical safety of patients. In practice, however, these underlying circumstances may not always become apparent for physicians and nurses or are mistakenly classified as compliance problems. For example, the interviewed nurses described their own lack of knowledge about how to systematically identify patients affected by poverty. This points to a possible need for future research to quantitatively verify this assumption and, if necessary, to develop approaches that prepare health professions for dealing with such patient groups. In addition, the results suggest that the incalculable costs of care can lead to considerable preventive selfrestriction. The main reasons are the unpredictable progress of one's health as well as the lack of transparency of care costs. While in other areas of life predictive models estimate expected costs for individuals (e.g. when buying property), there is a lack of comparable assistance in the care sector. Furthermore, complexity in the use of support services must be discussed. The social system in Germany provides many opportunities for financial support, but for people in vulnerable life situations these possibilities are nearly incomprehensible, and access to them is highly complex (e.g. responsibility of different insurance systems in the case of need of care). Another group of affected patients are those whose monthly income is insufficient for maintaining basic living standards, for example in the areas of housing and nutrition. Patients' high degrees of shame and the reinterpretation of their own situation as a lifestyle sometimes lead to negation of their situation. This builds additional barriers to accessing professional support. These results suggest that the number of statistically unreported cases who are actually entitled to social assistance could be significantly higher than the currently supported patients in need of care. At the same time, this may lead to negative selection effects in the use of home care services nursing support and unequal participation opportunities for people in need of care who are affected by poverty [20] . This suggests that social security and health support systems need to be reformed towards a more user-friendly, patient-centred system, which has also been mentioned by other studies [21] , [22] . Additionally, the expansion of well-founded, free information, as well as the provision of supportive case management in nationally standardized structures could provide relief for those in need of care. In addition, the nurses report their lacking knowledge about how to identify supporting professional structures. The interviewees take issue with the fact that social support is often provided by local projects which are limited in time and are constantly changing. In addition, searching, establishing and maintaining social support networks are activities that home care services are not paid for. This means that there is no incentive to include this service in the regular portfolio of nursing services in Germany. The compensation of the situation of nurses as private donors means a de-professionalization of care work and cannot be a solution for the systematic support of the large number of those in need of care who are affected by poverty. Furthermore, the role of general practitioners should also be taken into account. The results of this study suggest that in some cases the problems described are already prevalent before old people in need of care hire a nursing service, e.g. if there are severe financial restrictions, such as a scarce pension. This suggests that general practitioners could be more involved, for example, in systematically establishing early contacts with social support services when older people consult them. However, this requires a strengthening of the link between nursing, medical care and social work in the long-term care sector that should be evaluated in future studies. The major strength of this study is the detailed insight into the care situation from the point of view of experienced nurses who provide initial information to describe the consequences of poverty in everyday nursing care. It was a helpful approach to gain in-depth results in this hard-to-reach research field. However, the limitations of the results should be considered. Since the study is a secondary analysis, the data were collected for another purpose, which limits the generalizability of the results. Furthermore, the perspective of older people in need for care and affected by poverty, as well as the perspective of their relatives, should also be included in further research to identify the most relevant challenges from their point of view. In addition, in order to plan the adaption of the social system and support structures, a quantification of the problems identified by appropriate study designs will be needed in particular. Most Western countries have been criticized for not preparing for the complex health needs of their growing ageing populations, which requires new solutions in the long-term management of complex chronic diseases, multimorbidity and associated social demands [23] . The present study points to one of the crucial challenges in this field. Particularly in view of the already high prevalence of people in need of care who are dependent on social benefits, it seems urgently necessary to take a closer look at the situation of those affected through research and also by social policies. This will also require the adaptation of social and health systems to the resulting needs, more low-threshold, interlinked social, medical and care support which has more than a temporary project status, as well as the preparation of the health professions for the associated tasks.
Notes Competing interests
The author declares that she has no competing interests.
